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Introduction 24
The stillbirth rate in Australia is around 3.5 per 1000 births.
1 Even with this relatively high 25 prevalence, there is a lack of clear evidence-based guidance available to support and inform 26 maternity care providers who provide care for families that experience stillbirth. The actions and 27 behaviours of maternity care providers from the point that a baby has been diagnosed as no longer 28 alive, and throughout the experience of stillbirth may be critical for the ability of families to cope 29 with stillbirth.
2 Perhaps as a result of being ill-equipped to appropriately work with families around 30 the time of stillbirth, the best standard of care and support may not be provided.
3 Parents who 31 experience stillbirth are at risk of potentially harmful psychosocial effects including grief, depression, 32 anxiety, and self-blame.
2,4-6 Between diagnosis and birth, mothers can suffer significantly. 7 Waiting 33 to give birth may even be more distressing that the birth itself. 8, 9 For this reason, they need 34 supportive and sensitive care from maternity care providers from before confirmation that their 35 baby has died or will be stillborn. 7 Recent research has also focussed upon the impact that stillbirth 36 has on fathers and their experiences of care provided by maternity care providers. 10 Parents are 37 rarely prepared for the experience of stillbirth and may benefit from information provided by 38 maternity care providers in the antenatal period. 2, 11 The negative effects of experiencing stillbirth 39 may be lessened by receiving care from care providers who are trained and prepared to help parents 40 cope with the tragic experience. [5] [6] [7] [8] [11] [12] [13] [14] [15] [16] [17] Research has found that parents' negative experiences and 41 outcomes may be compounded, or in some cases inadvertently caused, by interactions with 42 maternity care providers throughout the experience of stillbirth.
2 In some cases, maternity care 43 providers may not be adequately prepared or trained to provide the appropriate supportive and 44 sensitive care required.
3 Maternity care providers may be emotionally affected by stillbirth 45 themselves and this can influence their interaction with parents and the quality of care that is 46 provided. 5, 12 6 methodological quality were excluded. Full details regarding the methodological quality of the 123 included studies is presented in the systematic review report. 19 The included studies were conducted 124 in Australia (3) 13, 27, 28 , the United States (5) 5, 7, 15, 29, 30 , Sweden (5) 2, 8, 9, 31, 32 , Canada (1) 33 , Taiwan (3) [34] [35] [36] , 125 the United Kingdom (2) 11, 12 , South Africa (1) 6 , Japan (1) 17 , and Norway (1) 16 . Most studies included 126 mothers aged between 18 to 41 years; one study included mothers up to the age of 62. 6 Some 127 studies included both fathers and mothers as a couple, 2, 5, 7, 11, 31, 36 A small number of studies involved 128 fathers (aged between 28 and 54) only. 27, 28, 30, 32, 33 . The time since stillbirth reported in the included 129 studies most commonly ranged from two to three months, 12, 13 up to six years, 2, 8, 15, 17, [29] [30] [31] [32] [33] [34] [35] and up to 22 130 years after stillbirth in one study. 31 
131
Early in the project, the expert advisory group emphasised the importance of the time since the 132 stillbirth on the experience of parents. The group also highlighted that the timing of events during 133 the experience of stillbirth was also important, as parents often interact with different maternity 134 care providers during different stages of the experience of stillbirth. Therefore to reflect this and to 135 provide pragmatic guidance for maternity care providers, the synthesis was constructed to be 136 relevant to the phenomenon of interest at different periods in the temporal sequence of the 137 experience of stillbirth. The included studies reported experiences of care that parents felt to be 138 positive and supportive, as well as those that were perceived to be negative and distressing. There 139 was a paucity of studies investigating the experiences of siblings and grandparents. The 22 included 140 studies contributed 210 findings that ultimately informed six synthesised findings following the 141 meta-aggregative process to qualitative synthesis. 24, 25 All of the extracted qualitative findings are 142 available in the systematic review report. 19 The first synthesised finding was relevant to the overall 143 experience of stillbirth: from diagnosis to many years later. The second synthesised finding related 144 specifically to the period when parents of a stillborn infant are first informed of the diagnosis of 145 stillbirth. The third synthesised finding related to the period around the time of induction and birth. 146
The fourth synthesised finding was pertinent to the period immediately after birth when parents 147 may have the opportunity to see and hold their baby. The fifth synthesised finding related to any 148 providers may use language that parents do not understand or that is ambiguous and upsetting; 211 "…we had no idea what the doctor was talking about as we had never heard of it [anencephaly] . All I 212 remember the doctor say to us was NOT COMPATIBLE WITH LIFE" (emphasis in original) 13p.68 ) After 213 learning that their baby has died, parents may appreciate maternity care providers asking them 214 whether they would like them to stay to provide support and answer questions, or if they would 215 rather be left alone. Parents may appreciate being provided with verbal, electronic, and written 216 information, and may require information and details to be repeated. Having a supportive 217 companion present can help alleviate distress and anxiety. Parents may appreciate time to discuss 218 their situation with maternity care providers. Not allowing time for this, for instance, by leaving a 219 room immediately after telling parents their baby has died or will be stillborn, may be distressing to 220 parents. 221
Continuity of care from diagnosis 222
Where possible, parents may appreciate receiving care from the same maternity care providers 223 beyond the initial diagnosis of stillbirth. Mothers often wish to continue to see the same health care 224 professionals after the initial diagnosis and have the same staff involved at induction of labour as 225 those at the time that stillbirth was diagnosed. 226
Preparing parents for induction and birth 227
Implications for practice highlight four key elements of care to consider at the time when mothers 228 are being prepared for induction and the birth of their stillborn baby. The provision of clear 229 information and shared decision making about the lead up to and process of birth is very important. 230
At this time sensitivity and respect on the part of the maternity care provider and provision of 231 emotional and psychological support are also key elements. 232
Informed preparation for birth 233
Mothers appreciate clear, step-by-step information of the induction and birthing process so as to 234 know how to prepare themselves and what to expect. Verbal, electronic and written information 235 may be appreciated. Specific information around how to prepare for birth can be useful, such as 236 informing parents that they can bring a camera and clothes for the baby back to the hospital if they 237 are going home before the birth. At this time, parents may be distressed by medical terminology or 238 language used by staff to explain what is about to happen, for example, hearing their baby referred 239 to as a 'product of conception' may upset parents. The timing of particular hospital processes may 240 distress parents. Maternity care providers may use cues from parents to determine when might be 241 most appropriate to provide parents with things like paperwork to complete. 242
Timing between diagnosis and birth 243
Involving parents in collaborative discussion and informed decision-making regarding the timing of 244 the induction of birth may be appreciated by parents. Parents may have differing needs and 245 individual preferences for the length of time between learning that their baby has died and 246 induction of birth. While some mothers may prefer to be induced and to give birth as soon aspossible, others may appreciate being able to discuss their options to go home first and return to 248 hospital when they have prepared themselves. If parents do return home, it is helpful to remind 249 them about things they might want to bring to the birth, such as cameras and clothes for their baby. 250
Parents may also wish to invite other family members. Where possible, both parents appreciate 251 being included in information provision and discussion. Exclusion of partners may cause feelings of 252 ostracism and blame for that parent and can also mean that both parents aren't equally informed of 253 what is happening to them and their baby. 254
Communicating with parents preparing for birth 255
Parents may feel neglected or blamed by maternity care providers who seem insensitive or 256 judgemental regarding their emotions or actions. Maternity care providers can play a part in 257 validating the emotional experiences of parents at the time of birth. Mothers appreciate staff that 258 accept and respond to their feelings as they experience them rather than feeling as though they 259 were expected to feel or behave in a certain way. Maternity care providers who sympathetically 260 acknowledge mothers' sorrow and who are warm, attentive and caring are found to be sources of 261 great support at the time of birth; "I thought the staff who took care of us were fantastic. They were 262 people, not programmed machines in a huge organization. People who cared, who dared to cry with 263 us, who dared to stand by us in our pain and sorrow. Just totally fantastic." 16p.192 264
The hospital environment leading up to birth 265 Parents may be distressed when the birthing suite or delivery ward is not set up or equipped to 266 support parents during a stillbirth. In the time between learning that their baby has died and birth, 267 exposure to the cries of newborn babies and other parents can be highly distressing to parents. 
Involving other family members at the birth 320
Parents appreciate information and assistance around involving other family members and loved 321 ones, such as the baby's older siblings and grandparents, in meeting and holding their baby. This 322 information should be provided prior to birth so parents are able to plan accordingly. 323
Collecting and storing mementos
Parents may appreciate support and encouragement to collecting tangible mementos including 325 photographs, ultrasound images, locks of hair, blankets, items of clothing, and hand and foot prints. 326
For some items, such as ultrasound images, parents may need special information regarding safe 327 storage and preservation. Parents may not think of collecting mementos themselves and appreciate 328 being told that it is okay and being helped with suggestions regarding what they might like to keep. 329
Parents, including those who have decided not to see or hold their baby, may still appreciate 330 tangible mementos being collected and stored by the hospital. 331
Follow-up care for stillbirth 332
Three categories of Implications for practice corresponding to the time after birth when parents are 333 still within the hospital environment as well as when they return home centre on three key aspects 334 of care. The impact of stillbirth can last for many years and maternity care providers should be 335 mindful that parents' needs for sensitivity, empathy, emotional validation, provision of clear, 336 understandable information, and consideration of the timing of this information does not diminish. 337
Critical factors centre on guaranteeing that parents are provided with information about follow-up 338 care if and when they choose, as well as considerations for providing extra care for parents during 339 subsequent pregnancies, especially at the time they had experienced the stillbirth. 340
Providing care following birth 341
Parents appreciate being asked about their preferences around how close they wish to be located to 342 other babies and parents in the hospital following stillbirth; for some parents being near other 343 babies and parents may be distressing, and for others unfamiliar areas of the hospital may be 344 isolating. how to support and talk to their other children and family members can also be important. 363
Sensitively delivered information about the emotional, psychological, social, and relationship issues 364 they may experience following stillbirth can be valuable. Parents may appreciate follow-up contact 365 with the attending maternity care providers to ask further questions and to talk about their 366 experiences. Clear and respectfully worded information that is especially for parents who have 367 experienced stillbirth regarding any physical issues they may encounter following stillbirth, for 368 example, physical changes, lactation, sex and contraception is very important. Generic information 369 for new mothers may be distressing and inappropriate for mothers of stillborn babies. Mothers also 370 may appreciate guidance regarding recommencing physical activity which can also improve self-371 management of grief following stillbirth. 372
Providing support in subsequent pregnancies 373
Pregnancy following stillbirth is likely be stressful for many parents. Leading up to and during 374 subsequent pregnancies, parents may appreciate the choice to receive care from familiar maternity 375
Running head: STILLBIRTH: CARING FOR FAMILIES 16 care providers who cared for them during the stillbirth experience and know their personal history. 376
It is important that parents be able to access advice and care when needed. During subsequent 377 pregnancy, parents may appreciate care and additional support especially around the time that they 378 experienced the stillbirth. Parents are rarely prepared for the experience of stillbirth and provision of information is 412 critical. 7, 8, 11 The expert advisory group recommended that any information -verbal, electronic and 413 written -should be provided in clear, understandable language and in a step-by-step manner so that 414 parents can take in the information. Cues from parents, their families and companions can be used 415 to help identify the most appropriate times to provide information and guidance. Parents should be 416 consulted to establish preferences and desires using collaborative decision making. One of the most important times during the experience of stillbirth when maternity care providers 418 can provide compassionate support and information is when parents are making decisions around 419 seeing their baby. 12, 16, 30, 36 It is unclear whether seeing and holding a dead baby after birth is 420 beneficial or harmful for mothers and parents.
41 Despite Hughes and colleagues' reports that seeing 421 and holding a stillborn infant can have adverse consequences for some women, 42 our review and the 422 advice from the expert group suggests that even when parents are reticent or fearful about seeing 423 their stillborn baby, in retrospect they may appreciate that maternity care providers supported themand found the action meaningful and helpful to validate their experience and grief. 6, 12, 16, 36 It is 425 important for many parents that they are supported by maternity care providers and other staff to 426 collect mementos, such as photographs, hand and footprints and other tangible items. 2, 5, 11, 13, 30, 32 427 Ultimately, it is likely that parents should be offered the choice as well all the information they need 428 to make the best decision for them. 429
Sensitivity, empathy and validation of parents' emotions are important throughout the ongoing care 430 of parents affected by stillbirth. [11] [12] [13] 28 Mothers and parents should be consulted on their preferences 431 regarding if and where they would like to be located within the hospital. Some mothers and parents 432 may be distressed by being located near other parents and their babies and may want a private 433 room.
5,11 Upon discharge from hospital, parents should be provided with information to take home 434 as well as referrals to support and additional information to access if and when they choose. 15, 29 435 Also, additional care for parents during any subsequent pregnancies, especially at the time they had 436 experienced a stillbirth is valuable.
2, 12 The expert advisory group emphasised that the impact of 437 stillbirth on mothers and parents can last for many years and may never end and some may require 438 long-term supportive care. 439
The implications for practice around culturally appropriate care were derived from the perspectives 440 of a limited number of cultural groups; however discussion with the expert advisory group 441 supported the view that these implications may be relevant for people from diverse cultural 442 backgrounds as well as Aboriginal and Torres Strait Islander people. Maternity care providers must 443 be aware that there is no 'one size fits all' approach to providing culturally appropriate care. 444
Members of the exper advisory group highlighted that lack of respect and acknowledgement of 445 parents' cultural heritage and beliefs can result in parents losing trust in the healthcare service. 446
While it is hoped that the implications for practice presented in this paper will inform clinical 447 practice, it is acknowledged that uptake of research findings relies on implementation strategies and 448 health professional buy-in to support change. 43 The expert advisory group suggested that maternitycare providers may benefit from training that teaches the specifics of how to deliver sensitive care 450 and support to parents who have experienced stillbirth. Likewise, hospital protocols and policies 451 should ensure that maternity care providers are aware of grief and compassion fatigue symptoms 452 and are equipped with techniques that can help them manage or minimise this. 44, 45 453
There are a number of limitations in the existing evidence regarding care for mothers and families 454 who have experienced stillbirth. No studies were located that clearly addressed the experiences of 455 care and support of other family members such as grandparents and other children. While recent 456 research is beginning to investigate needs of these other family members also, 31,46,47 only one study 457 touching upon this met the inclusion criteria for our review. 31 This study however did not report on 458 the perspectives of siblings, only that of parents providing support to them. As none meet the 459 criteria for our review, no research was located that investigated the components or the 460 effectiveness of education or support programs for maternity care providers about care for mothers 461 and parents who have experienced stillbirth. This would be worthwhile for future research. Also, 462 further investigation is needed that evaluates the translation and implementation of evidence-based 463 guidance within the field of stillbirth in order to determine the impact on processes in healthcare 464 and on the psychosocial outcomes of parents and families. Further primary research studies are also 465 needed to establish the effects of care interventions and strategies as well as how these are 466 experienced by grandparents, siblings, other family members, culturally and linguistically diverse 467 people and Indigenous peoples. 468
Conclusion 469
The implications for practice presented in this paper have been derived from a systematic review of 470 the available qualitative evidence as well as consensus amongst experts regarding how maternity 471 care providers can offer and engage in meaningful and culturally appropriate supportive care 472 strategies to improve mothers and families psychological well-being throughout the experience of 473 stillbirth. Important factors centred around sensitivity, empathy, validation of parents' emotions,provision of clear, understandable information and consideration of the timing of information 475 provided can all influence parents' experience of being told that their baby has died or will be 476 stillborn. Implications for practice also address the importance of communication, specifically 477 preparing parents for birth with clear and collaborative explanations, parents' preferences regarding 478 the timing of birth and allowing parents enough time to process information. The implications for 479 practice presented by this paper are intended as a guide to inform clinical decision-making combined 480 with maternity care providers' understanding and experience of their own unique contexts, the 481 preference of their clients and their own expert clinical judgement. 482
